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Board of Directors meetings 
are open to the public and held 

the 2nd Tuesday of every odd 
numbered month at 6:00pm at 

4976 Eichelberger Street, St.  
Louis, MO 63109. Changes to 
these dates may be necessary 
due to scheduling conflicts and 

will be announced at 
www.gatewayhemophilia.org/

about-us/board-of-directors       
as soon as they are available. 

At HFA’s Annual Symposium in San Antonio, Texas, 
held April 20-23, the bleeding disorders community 
from around the country came together in person 
(many for the first time since the start of COVID-19) for 
fellowship and education. One attendee from GHA was 
Board Member Nikole Schroeder, who serves as GHA’s 
voice on the HFA Board. At this conference, HFA’s 
board members received training to become certified 
in Mental Health First Aid. Created by the National 

HFA Symposium 

Council for Mental Wellbeing, the certification is described as “a skills-based training course that   
teaches participants to identify, understand and respond to mental health and substance use            
challenges.” Nikole’s completion of this course makes her one of the first in our community from the 
State of Missouri to become certified in Mental Health First Aid. Thank you to Nikole for taking part in 
this incredible opportunity and to HFA for providing this valuable training to your board members.  
 

Also in attendance was GHA Board Member John Carleton and his wife Pam. Below, John shares some 
of his thoughts, including the benefits of taking advantage of GHA’s scholarships to attend national         
conferences. If you’re interested in attending a national conference, you can reach out to GHA at        
info@gatewayhemophilia.org, or check out our events page for scholarship applications and due dates. 
 

“For me one of the beauties of such a large meeting is the numerous sessions at any given time slot.  
Those attending can choose sessions tailored to their individual interests and needs. I have hit that point 
in life that aging, joint damage and repercussions from a life started without factor are starting to haunt 
me. They have sessions that fit my needs.   
 

One of the sessions I always attend is a large circle discussion that only males with hemophilia/bleeding 
disorder can attend. You get the old timers like myself, young men and everyone at their spot in         
between. Some are eager to share and others listening intently. We had a facilitator that gave us a   
general topic to start the meeting. I can tell you from past experience, it doesn’t take long for the      
conversation to take its own direction…but almost always a good direction. I think this group discussion 
leads to many a small group discussion or one-on-one later during break time or evening. Some of these 
men only have a chance to share inner thoughts, feelings, frustrations, anxiety, etc. rarely. I came from 
an era when, other than my brother, I didn’t meet another person with hemophilia until I was in my  
early 20’s. It is really an incredible experience to meet and get to know others that have fought and are 
fighting the good fight. Sadly, each year that passes means one or more of these new “brothers” might 
not be back the next year.   
 

In closing, set a goal to attend one of the national meetings. Scholarships are available that cover most 
of the expenses, if not all. You owe it to yourself and family to become better informed and to be part of 
the big picture. When I leave, I’m always exhausted, but always regenerated and more resolute to stay     
involved and make a difference. We owe it to ourselves, our family and those coming along behind us.“ 

http://www.gatewayhemophilia.org/about-us/board-of-directors
http://www.gatewayhemophilia.org/about-us/board-of-directors
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Pam and I just returned from a well-attended adult retreat at Lake 
of the Ozarks. Our weekend was filled with a nice mix of meetings, 
presenters, free time and industry exhibitors. The keynote speaker 
was Jim Stroker. He is a motivational speaker, life coach, wellness 
facilitator, yoga instructor and certified emotional intelligence   
facilitator. I’m not sure what that last title encompasses, but he 
definitely was an engaging and energetic speaker. Much of his 
presentation revolved around each one of us examining ourselves 
and sharing our feelings with those around us. His goal was for each 
of us to become the best person we could be. 
 

My biggest take-a-way was a final activity where we responded to 
the following three words: Stop, Start and Continue. To improve 
yourself what should you STOP doing, what should you START doing 
and what should you CONTINUE to do. It is not important to know 
my responses. Answers to those questions are different for each of 
us. The activity gave me something to think about and caused me 
to reflect on my current post-pandemic mental health. I don’t know 
about you, but COVID and the surrounding storm, left some      
damage behind that I am still dealing with.    
 

In closing, I’m sure GHA will offer another adult retreat next year.   

GHA’s Adult Retreat 

By John Carleton, GHA Board Member 

GHA & MHA’s Men’s Retreat 

You and a significant other should attend if at all possible. To Pam 
and I it represented a chance to reconnect with friends and vendors 
we had not seen for a couple of years, in beautiful surroundings.  
My CONTINUE…keep giving of my time, talents and resources.  
Church, Gateway Hemophilia, Convoy of Hope, etc. One person or a 
couple…you can make a difference!  
 

Thank you sponsors: BioMarin, Hemophilia Federation of America, 
The Hemophilia Alliance 

 

Thank you exhibitors: ARJ Infusion Services, BioMarin, Bayer, CSL 
Behring, CVS Specialty, DrugCo, Health, Genentech, Hema Biologics, 
InfuCare Rx, Medexus Pharma, Novo Nordisk, Octapharma, Paragon 
Hemophilia, Sanofi, Superior Biologics, Takeda 

On May 13th 23 men representing Midwest Hemophilia and     
Gateway Hemophilia gathered at Margaritaville at Lake of the 
Ozarks for the first ever men’s retreat. The weekend was filled with 
informational meetings and a lot more. On Friday evening we spent 
time networking and getting acquainted. Since we had two chapters 
represented many of us were meeting for the first time. From the 
noise level and laughter, I think we all bonded very well. 
 

Saturday morning Angela Brown (Midwest director) Bridget Tyrey 
(Gateway director) and Julie Golla (Senior Account Manager for 
BioMarin) welcomed the attendees. At that point the ladies        
departed and the program began. Our first speaker was Bill Berger 
(social worker with the treatment center at Washington University 
in St. Louis). The presentation centered around mental health and 
proved to be timely and very interesting. 
 

After lunch Dr. Osman Khan (treatment center physician in         
Oklahoma City) made a presentation on the current status of gene 
therapy. After the presentation we were treated to a Jeopardy   
formatted game on the information we had just learned. The game 
and presentation were fun and informative.   
 

After a break we did a “give back” event. Attendees packed gift 
bags for the homeless with supplies purchased with a grant from 
Thrivent Financial. Each attendee took three of the bags with them 
to distribute to the homeless in their area. The men also did a little 
closet clearing before the weekend. The donated clothes were   
collected and given to the City Union Mission in Warsaw, MO.  

By John Carleton, GHA Board Member 

Late Saturday afternoon we were treated to a cruise on the Lake. 
Many of the men had not been on the lake before and it provided a 
scenic view and time to network. To say we had a good time would 
not be adequate. 
 

Our last “official” activity of the weekend was the Saturday evening 
Chili cook-off competition. The men were divided into teams of 
three, given a station with a cookpot and utensils, and access to a  
large table with an assortment of “fixins.” Thirty minutes later the 
chili was judged for Best Chili, Best Presentation and Most Unique. 
Once awards were presented, we shared our chili for dinner.      
According to the evaluations this was our most popular activity. 
 

Sunday morning each man had a breakfast voucher to use at the 
resort before we all headed home in our various directions.        
BioMarin was our sponsor for the weekend and provided speakers, 
funding and support in numerous ways. I think our first ever Men’s 
Retreat was successful and left the men wanting to return again 
next year.   
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“A Taste of Tequila, A Splash of Charity” Fundraiser 

On May 19th, GHA hosted its 2nd Annual Taste of Tequila, Splash of 
Charity Fundraiser benefiting the Matthew Wilson Scholarship   
Program. Though we had some stormy weather that evening, it did 
not deter our attendees from showing up and having a wonderful 
time. Our thanks to our quick acting set-up volunteers and Sunny’s 
Cantina for quickly turning our outdoor event into a wonderful  
indoor event. Guests were treated to a delicious dinner buffet by 
Sunny’s Cantina, tequila tastings from Hiatus Tequila, Patrón      
Tequila, and Una Vida Tequila, and the choice of a Sól Cerveza or 
Sunny’s Specialty Margarita. For a donation to GHA, guests could 
also receive an astrology reading from Astrologist Josh Nicols or a 
Tarot reading from Taroist Michael Anthony. Finally, after perusing 
and bidding on a selection of silent auction items, they could make 
their way to the photo booth provided by Fête Booth. 
 

For years, GHA has provided scholarships to individuals in our   
community with a bleeding disorder who are furthering their      
post high school education. For the past 9 years, these scholarships 
have been exclusively funded by GHA’s tasting event. The longevity 
of the Matthew Wilson Scholarship program would not be possible 
without the generous contributions of our donors, sponsors,     
committee members, and volunteers. Our sincere thanks to all who 
keep this important program going. 

PhD Sponsors 

Octapharma, Takeda 
 

Bachelor of Science Sponsors 

Bayer, CSL Behring, Washington University 
 

Associate Degree Sponsor 

ARJ Infusion Services 

 

In Kind Donors 

Sunny’s Cantina, Sumner One, Molson Coors, Hiatus  
Tequila, Patrón Tequila, Una Vida Tequila 

Thank you Sponsors 

Committee: Leslie Schultz & Tracey Edler 
 

Kelsey Alderks, Taya Allen, Jessica Boucher, Tracey Edler, Brigid  
Elam, Amber Keeney, Susan Mattie, Steven McKenna, Jennifer   

Meyerpeter, Chris Noel, Bermet Nurlan, Renee Reck Parker, Juston  
Riddle, Lawrence Riva, Rogelio Saldrigas, Leslie Schultz, Emma    

Siegfried, Javi Soto, LeAnn Sweeney, Ally Wucher, Jahnavi Yarlagadda 

Thank you Volunteers 

2022-23 Scholarship Recipients 

 

Grace  
McGinness 
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On June 8th, campers and staff reunited at Camp Wyman for the 
first in-person Camp Notaclotamongus since 2019. Precautions 
were put in place to ensure that everyone who participated in camp 
could do so safely. This meant camp was a little smaller than      
previous years, but it was still packed with a lot of fun. 
 

The work began a day early on June 7th when some of the staff 
arrived at Camp Wyman and immediately got to work putting up 
decorations and getting everything set up for camp. The next  
morning, the remaining staff arrived for a staff training session and 
got ready to welcome campers. Upon their arrival, campers went 
through a quick check-in then got right to work tie-dying a camp t-

shirt to wear on Friday. The afternoon continued with camper    
orientation, cabin photos, some cabin time to get settled in, and  
team building time with cabin-mates. Then following dinner, the 
whole camp participated in a game of Survival Mode created by 
counselor Kevin Harris. For this game, teams of campers and    
counselors were given a short training on survival and first aid    
before being sent out to complete missions at stations all around 
the camp grounds. Each station was manned by a member of the 
med shed or camp staff ready to challenge each team with a new 
task. Everyone had a great time with this game, and there was a lot 
of learning done as well. As a bonus, each camper was given their 
own first aid kit to bring home. 
 

Thursday was infusion day, but this year we invited some special 
guests to participate. Two therapy dogs and their handlers from 
CHAMP Assistance Dogs came to provide comfort to the campers 
while they took on the brave challenge of learning to self infuse. 
The dogs added to the safe space we try to create when kids are 
learning to self infuse, and their calming presence was not only felt 
by the kids, but by the staff as well.  
 

The morning continued with fun camp activities including  archery, 
canoeing, and fishing, though all we seemed to catch that day were 
“moss fish!” After lunch, the fun continued with swimming,     
bleeding disorders education with the med shed, and fun with  
hamster balls! After dinner, we did a little science by erupting 
“volcanos,” and built boats out of cardboard, pool noodles, and 
duck tape to race across the pool! The evening ended with s’mores 
by the fire and movie night. 
 

Friday morning came quickly and started bright and early with the 
traditional “Polar Plunge” at the pool. After breakfast it was time to 
start packing up. The grown-ups soon started arriving and we 
closed out another amazing year of Camp Notaclotamongus with an 
awards ceremony celebrating some amazing accomplishments and  
a slideshow highlighting all the fun we had that week. 

We can’t wait to see you next year for Camp Notaclotamongus 
2023 and our theme: Holidays! 

 

Thank you to our Camp Notaclotamongus Team 

 

Camp Director: Makenzie Sledd      Medical Director: Dr. John Puetz 
 

Counselors: Kevin Ellebrecht, Kevin Harris, Kirstie Hilty, Steve     
Kreher, Henry Lohmann, Cody York 
 

Med Shed: Stephanie Bedgood, Lydia Johnson, Angela Kaminski, 
Abby Schneider, Becky Toman, Marie Turner, Dr. David Wilson 
 

Camp Committee: Kevin Harris, Kirstie Hilty, Lydia Johnson, Henry 
Lohmann, Jessica Lovercamp, Dr. John Puetz, Rieley Schneider, 
Makenzie Sledd 
 

Camp Volunteers: Jim Hurster (tie-dye), Pam Budke & Helen Finder 
(CHAMP Assistance Dogs) 
 

Thank you to our Camp Sponsors: ARJ Infusion Services, Bayer, CSL 
Behring, CVS Specialty, Grifols, Kiwanis Club of St. Louis City, 
Medexus, Novo Nordisk, Octapharma, Pfizer, Sanofi, Takeda,  
Washington University 
 

Thank you to our Camp Giveaway Sponsors: ARJ Infusion Services, 
Bayer, CSL Behring, CVS Specialty, Novo Nordisk, Octapharma,   
Superior Biologics 
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The American Thrombosis and Hemostasis Network 

By John Puetz, MD 

If you’ve been to any national bleeding disorders meetings or    
receive your care at a hemophilia treatment center (HTC) you’ve no 
doubt encountered the American Thrombosis and Hemostasis   
Network, aka ATHN. You may not know who ATHN is and what they 
do. ATHN is a non-profit organization established in 2006 to       
develop a national web-based information and data collection 
platform. Prior to this each individual HTC stored its own data 
about bleeding disorders patients and there was no way to easily 
share information. In addition, various organizations that collected 
information about bleeding disorders patients, like the CDC and 
HRSA, had their own separate data collection systems. ATHN      
developed a platform so that patient information would be housed 
in one location. The information was also de-identified, meaning, 
no one outside the patient’s HTC could identify that patient. ATHN 
was among the first to use two-factor authentication to securely 
gain access to the data. ATHN’s goal is to secure data, advance 
knowledge, and improve the lives of people with bleeding           
disorders. Since its inception, over 40,000 people with bleeding 
disorders have agreed to submit their data to ATHN.  
 

There are many advantages to having a national web-based 
platform. If you relocate to a different part of the country, your 
bleeding disorder information will be available to your new HTC. If 
there is a natural disaster and your HTC is not physically available, 

your information still is. As children transition into adulthood, their 
data transitions with them. If you want to log your bleeds/infusions 
and have the data automatically sync up with the dataset, ATHN is 
rolling out a new mobile app (Robust Health) to do just that.       
Perhaps the biggest advantage of ATHN is research. The ATHN   
dataset is used by the CDC to monitor complications of bleeding 
disorders. HRSA uses the data to ensure patients are receiving   
appropriate care at HTCs. ATHN is using its database to track      
patients as they switch to non-factor treatments and gene therapy. 
The National Hemophilia Foundation worked with ATHN for the My 
Life Our Future genotype initiative. Pharmaceutical companies are 
using the ATHN platform to study new medications. Independent 
investigators can use the data for various projects. For instance, I 
recently published the largest study to date describing bleeding 
symptoms in hemophilia carriers (https://onlinelibrary.wiley.com/
doi/abs/10.1111/hae.14422).  
 

Sounds good you say, how to I participate? If you receive care at a 
HTC, you probably already do. Almost all the patients at our HTC 
have consented to participate in ATHN. If you don’t receive care at 
a HTC, then consider switching to take advantage of programs like 
ATHN. If you would like more information about ATHN you can go 
to their web site at www.athn.org. 
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DONATIONS, HONORARIUMS, AND MEMORIALS 

GHA gratefully acknowledges our donors who so generously contributed to the Chapter in the second quarter of 2022 with       
general donations, Honorariums, and Memorials.  

$13,000+ 

Takeda 

 

$9,000 - $9,999 

CSL Behring 

CVS Health 

Octapharma 

 

$7,000 - $7,999 

Sanofi 

Washington University 

 

$5,000 - $5,999 

Bayer 
 

$4,000 - $4,999 

ARJ Infusion Services 

Genentech 

Hemophilia Federation of  
    America 

Medexus 

 

$3,000 - $3,999 

Hema Biologics 

Superior Biologics 

 

$2,000 - $2,999 

Brothers Healthcare 

Grifols 

Paragon 

 

$1,000 - $1,999 

BioMarin 

Carol House Furniture 

Colburn Keenan Foundation 

Drug Co Pharmacy 

Eschbacher, Bob & Gina 

Hopkins, Jen 

Kiwanis Club of St. Louis City  
Mutual Insurance Company 

Pfizer 

Spark Technology 

UMB Bank 

 

$500 - $999 

Arnold, Josh 

Cope, Shelly 

Great Southern Bank 

InfuCare Rx 

Lee Patton Law 

Mt. Vernon TV & Appliance 

Paragon Hemophilia 

SandsRx 

Spain, Laura 

Sunny’s Cantina 

Theriot, Jean Paul 
 

$250 - $499 

Arthur J. Gallagher Found. 
Bauman, Stephanie & Jake 

Carleton, John & Pam 

Edler, Tracey 

Majerus, Dr. Elaine 

Neal Family Dentistry 

Nuckolls, Debra 

Reality Executives-Barb Love 

Sims, Janet & Bryan 

STL Terminal Limo 

Tinsley, Cindy 

TJ’s Wings 

Tom Kruse Realty 

Walmart Community Fund 

 

$100 - $249 

Ayres, Tami 
Baum, Diana 

Becker, Matthew 

Bieller, Terry 

Blackwood, Philip 

Bolduc, Jennifer & Richard 

Bollinger, Anne & Frank 

Brady, Jeff 

Butler, Michael 
Conran, Taylor 
Deiters, Amy 

Fleming, Mary 

Frey, Mark 

Gabriele, Rachel 
Gilbert, Thomas 

Gindling, Judy 

Griffin, Marlon 

Gutelius, Erica 

Hance, Timothy & Trista 

Harris, Dan 

Heard, Glen 

Johannes, Stephen 

Johnson, Crystal 
Kiehlmeier, Eric 

Klein, BJ 
Klein, Alexandra 

LaFlamme, Liz 

Magaletta, Nicholas 

Mahacek, Angela 

Mancuso, Maria 

Marti, Laurie 

Mayfield, Hannah 

Mohler, Ellen 

Olson, Heather 
Parrott, Anne 

Pratt, Rachel 
Putnam, Jamison 

Putnam, Scott 

Sanders, Michelle 

Sanders, Charles 

Sawyer, Tom 

Schultz, Leslie & Ed 

Schwartz, Lindsay 

Scroggins, Joe 

Shrout, Jeff 

Sledd, Makenzie & Mike 

Sledd, Cornelia 

Sloan, Patricia 

Stringer, Dirk & Trudy 

Sturm, Michael 
Trudo, Tim 

Walls, Ashly & Lucas 

Westerfield, Diana 

Witt, Jeff 

Zack, Kristian & Ryan 

 

$50 - 99 

Baldwin, Renee 

Bandstra, Tricia 

Bauer, Irma 

Bradford, Craig 

Breitbarth, Kay 

Bricker, Lisa 

Brueggeman, Amanda 

Bueckman, Audree 

Childers, Mark 

Christy, Lauren 

Cosgrove, Barbara 

Deros, Dino 

Essick, Myles 

Finely, Melissa 

Gorczyca, Nicole 

Griser, Mary 

Guasto, Jim 

Hemmann, Jessica 

Hiatt, Susan 

Huff, Laura 

Hunn, Donna 

Jeffrey, Erica 

Joggerst, Christine 

Kane, Timothy 

Kent, Cynthia 

Kersting, Kristina 

Klingebiel, Michael 
Lammers, Nick 

Lasister, Stephanie 

Leith, Vicki 
Lewis, Shantel 
Lohmann, Tim 

Madinger, Julie 

Mahacek, Paul 
McDonnell, Dan 

McNamee, Georgia 

Mendoza, Rachel 
Miller, Kate & Mike 

Mokriakow, Lauren 

Mytyk, Paula 

Nave, Rachel 
Nguyen, Minh Nhat 
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Facebook Fundraisers are an 
easy way to not only raise funds 
to support the programs and 
services GHA provides to the 
bleeding disorders  community, 
but to help us raise awareness 
of bleeding disorders! Even 
better, Facebook takes no fees 
from the money you raise, so all 
dollars go to GHA! To start your 
Facebook Fundraiser: 
 

1. visit  GHA’s Facebook page  
@GatewayHemophiliaAssociation 

 

2.     click the “Fundraisers” tab  
 

3.     click the link marked “Raise    
        Money” on the right hand       
        side of the box 

 

Thank you! 

Paul, Brian 

Peterson, Candace 

Prives, Nancy 

Rae, Shine 

Renkoski, Julie 

Schaff, Cheryl 
Scheer, Angela 

Schneider, Chris & Abby 

Schneider, Rieley 

Scherrill, Debby 

Smith, Connie & Luke 

Sullivan, Christopher 

Taake, Lisa 

Thornhill, Tim 

Toledano, Jessica 

Tooley, Megan 

Tyrey, Bridget 
Underwood, Mariann 

Wigge, Mary 

Wilson, Jim 

Zanti, Tony 

Zittel, Chris 

 

$1 - $49 

Alul, Samantha 

Amazon Smile 

Baker, Angie 

Bauer, Tim 

Bauman, Jennifer 

Bear, Beth 

Bell, Jim 

Bommarito, Angel 
Bradford, Randall 
Brockmeyer, Carol 
Bruch Lux, Judine 

Burns, Jeff 

Chatman, Barbara 

Conway, Tremika & Levert 
Danner, Kaitlin 

Delano, Dannae 

Dickerman, Marlene 

Dierenfeld, Ellen 

Doell, Pam & Don 

Donckels, Melissa 

Fantozzi, Julie 

Flores, Gabi 
Gerdes, Deanna 

Grant, Kathi 
Grass, Mary 

Greenwood, Roberta 

Hermann, Joel 
Hollingsworth, Kathryn 

Holmes, Kerri 
Hon, Angela 

Jerome, Kathy 

Johnson, Mindy 

Kaikkonen, Kim 

Kleppe, Max 

Knaup, Jill 
Knight, Julie 

Kosstopoulos, Tony 

KPMG 

Krieshok, Mary 

Lee, Michael 
Loraine, Erin 

Love, Nick 

Manley, Leah 

Mawmaw Judy 

May, Sandy 

McCallister, Laura 

McClintock, Patsy 

McNamee, Jen 

Mohler, Janet 
Mourad 

Mucho, John 

Murray, Lisa 

PayPal Giving Fund 

Perkins, Kelly 

Poole Burlingame, Mary 

Pudlowski, Jeff 

Pudlowski, Karen 

Sanders, Amanda 

Shanks, Sherry 

St. Louis Community Found. 
Talbot, Jeanine 

Underwood Walls, Colleen 

Vaughn, David 

Warchol, Marc 

Wilmarth, Jill 
Wilson Harris, Penny 

Zacha, Cindy 

 

 

 

 

In Honor Of 
Brooks Baldwin 

 Renee Baldwin 

 Christopher Sullivan 

 

Thank You 

FACEBOOK FUNDRAISERS! 
 L.A. Aguayo 

 Angie Berni 
 Dino Deros 

 Pam Doell 
 Kahla Gilbert 

 BJ Klein 

 Kristina Klein 

 Nick Love 

 Sandy May 

 Jen McNamee 

 Jordan Sampson 

 Janet Sims 
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